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This paper reports on early results of an investigation of the effectiveness of a specialist epilepsy nurse in primary 
care. Based on before-and-after interviews with sub-samples of adults with epilepsy, these results suggest that not 
only are expectations of the usefulness of epilepsy nurse interventions high, but also that these expectations are not 
disappointed in practice. Particular areas where epilepsy nurses may be able to complement and enhance medical 
approaches to treatment and care are identified. 
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INTRODUCTION 
It is apparent, first, that epilepsy is more common 
than many realize: second, that it represents a 
considerable commitment in terms of National 
Health Service (NHS) resources; and third, that 
there is scope for improvement in medical 
treatment and care, not least in relation to 
psycho-social aspects of epilepsy and patient 
need. 
Current estimates are that about one in 40 
people will experience two or more non-febrile 
seizures at some time, and one in 200 will 
experience chronic epilepsy’. Treatment and care 
absorb considerable resources. Of 109 million 
pounds spent by the NHS on patients with 
epilepsy in 1988, 77% involved the hospital 
sector, 19% pharmaceutical services, and 4% 
primary care’. Moreover this figure excluded 
reference to such additional costs as under- 
employment, vocational rehabilitation, residen- 
tial care and excess mortality. When these costs 
are taken into account, the estimated cost of 
epilepsy in 1989 was put at 500 million pounds’. 
The multi-dimensional costs to indiuiduals with 
epilepsy may also be high, whether due to 
reduced income or opportunity, or to diminished 
quality of life3. 
Successive audits of medical treatment and care 
have exposed deficiencies both in the medical 
management of seizures and in other facets of care, 
including paucity of information and inadequate 
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counselling4-“. In one hospital-based study in 
Belfast, patients’ generally high satisfaction with 
medical management was mitigated .by the fact 
that aproximately a third claimed they had not 
been told what epilepsy is; over 90% wanted 
more information about epilepsy; and three- 
quarters felt they had not been given enough 
information about the side-effects of antiepileptic 
drugs. Perhaps revealingly, 60% wanted to 
discuss their epilepsy with someone other than a 
consultant, most commending the services of a 
specialist nurse’. Others have insisted that taking 
patients seriously by listening to them and 
responding to their queries, even when no easy 
answers are to hand, can be as important and 
therapeutic as giving them information pre- 
defined as functional for them3. 
This paper presents some preliminary data 
from a larger evaluation study of the effectiveness 
of a specialist nurse in primary care. The study 
represents an acknowledgement of epilepsy’s 
prevalence and cost to the NHS, as well as of 
remediable deficiencies in treatment and care: 
and, through its focus on the specialist nurse, it 
appraises a possible way ahead. 
METHODS 
A pilot study was carried out in the practice of 
one of the authors (LR). Seven general practices 
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in the south Thames region were then invited to 
participate in the main study, one of which 
declined since it was already involved in a family 
health services authority audit. The six remaining 
practices had 37 general practitioner principals 
and 70 100 registered patients, 57 400 of whom 
were aged 15 or over. An epilepsy nurse specialist 
(DR) identified patients aged over 15 years 
with active epilepsy, that is, patients who had 
had a non-febrile seizure in the two years prior 
to the study or who were on antiepileptic 
medication for past seizures. This process of 
identification involved using the diagnostic rub- 
rics and drug record data held on computer and 
cross-checking with information from the medical 
records. 
Of the 57 400 patients aged over 15 years, 326 
(0.6%) had active epilepsy. Of the 326, 43 were 
excluded from the study because they had 
another physical disease (e.g. terminal cancer), a 
severe psychological disorder (e.g. active psy- 
chosis) or a low intelligence quotient (e.g. 
associated with learning disability or dementia). 
The 43 excluded were significantly older (mean 
age 58) than the 283 qualifying for inclusion 
(mean age 51) (P<O.O5), but did not differ by 
gender. Of the 283 approached to participate in 
the study, 255 initially agreed and 251 went on to 
return completed questionnaires at the outset of 
the study. 
This paper present some preliminary results 
from one aspect of a multifaceted study of the 
effectiveness of an epilepsy nurse in primary care. 
It focuses on a sub-sample of those patients in 
remission or with low seizure frequency. This 
sub-sample is of particular interest partly because 
of the relative neglect of such patients in previous 
studies, despite evidence that epilepsy and its 
psycho-social ramifications can threaten the well- 
being of those with well-controlled seizures8*9, 
and partly because of their potentially distinctive 
assessments of needs and levels of satisfaction 
with treatment and care. 
Of the 251 patients engaged in the wider study, 
168 (68%) reported on their initial questionnaires 
that they had not had a seizure in the previous six 
months. These 168 were randomized into two 
groups, an intervention group, whose members 
were then invited to see the epilepsy nurse 
specialist, and a control group. The present paper 
draws on in-depth interviews with 25 members of 
the intervention group, that is, after a six month 
period of contact with and access to an epilepsy 
nurse specialist; and 25 members of the control 
group, that is, before any contact with the 
epilepsy nurse specialist. These interviews were 
conducted by a sociologist (AS). Members of the 
control group were subsequently afforded access 
to the epilepsy nurse specialist. 
All 50 patients interviewed were asked in detail 
about the impact of epilepsy on their lives, their 
needs, and about the treatment and care they had 
received. Those in the control group were asked 
about the possible role of an epilepsy nurse 
specialist and their own judgements and feelings 
about consulting one; those in the intervention 
group were interrogated about the actual ex- 
perience of consulting an epilepsy nurse special- 
ist. In this paper we report some preliminary and 
largely quantitative results on rates of satisfaction 
with general practitioner and hospital specialist 
care, as well as before-and-after assessments of 
the contribution of the epilepsy nurse specialist. 
RESULTS 
The average age of the 50 people interviewed was 
52, with a range from 19 to 74. This compares 
with an average age of 51, with a range from 17 to 
90, for the total study sample of 251. Seventy per 
cent of the 50 interviewed were female, compared 
with 46% of the total study sample”. 
In this paper we focus on the 50 patients’ 
assessments of the treatment and care received 
from general practitioners and hospital special- 
ists; and the treatment and care anticipated and 
received from the epilepsy nurse specialist by 
those in the control and intervention groups, 
respectively. Patients were asked to score general 
practitioners, hospital specialists and the epilepsy 
nurse specialist on a scale from 1 (excellent) to 
5 (poor) on eight aspects of treatment and 
care: (1) Investigation of condition, (2) Diag- 
nosis, (3) Treatment, (4) Information given, 
(5) Advice/counselling given, (6) Openness/ 
understanding, (7) Continuity of care, 
(8) Prognosis. 
As far as the epilepsy nurse specialist was 
concerned, members of the control group were 
asked to score anticipated treatment and care, 
and members of the intervention group actual 
treatment and care. 
Table 1 summarizes the resutls for the control 
group, listing (with mean score and, in brackets, 
rank-in order of satisfaction) patients’ assess- 
ments of treatment and care received from 
general practitioners and hospital specialists and 
anticipated from the epilepsy nurse specialist. 
What stands out markedly from Table 1 is that 
patients seemed to anticipate more from the 
epilepsy nurse specialist than they felt they had 
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Table 1: Patients’ assessments of aspects of treatment and care provided by general practitioners and hospital specialists 
and anticipated by an epilepsy specialist nurse (control group) [scale from 1 (excellent) to 5 (poor)] (n = 25) 
General practitioners 
Mean score (Rank) 
Hospital specialists 
Mean score (Rank) 
Epilepsy nurse specialist 
Mean score (Rank) 
Investigation of condition 2.39 (1) 2.05 (1) 2.08 (8) 
Diagnosis 2.41 (2) 2.79 (3) 1.87 (4) 
Treatment 2.44 (3) 2.6 (2) 2 @=I 
Information given 3.83 (6) 3.6 65) 1.72 (2=) 
Advice/counselling 4.09 (8) 3.95 (8) 1.72 (2=) 
Openness/understanding . 2.96 (4) 3.22 (4) 1.52 (1) 
Continuity of care 3 (5) 3.53 (5) 2 (5=) 
Prognosis 3.96 (7) 3.8 (7) 2 (5=) 
received from either general practitioners or 
hospital specialists across all aspects of treatment 
and care, with a single exception: hospital 
specialists on ‘investigation of condition’. While 
general practitioners attained a mean score of less 
than 2.5 for only three of the eight items: 
‘investigation of condition’, ‘diagnosis’ and 
‘treatment’; and hospital specialists did so for 
only one item: ‘investigation of condition’; the 
prospect of consulting an epilepsy nurse specialist 
prompted a mean score of less than 2.5 across all 
items. 
Conspicuous too are the items for which both 
general practitioners and hospital specialists 
gained a mean score in excess of 3.5. For the 
former: ‘information’, ‘advice/counselling’ and 
‘prognosis’; and for the latter: ‘information’, 
‘advice/counselling’, ‘continuity of care’ and 
‘prognosis’. 
We were naturally interested to discover 
whether or not the intervention group was as 
positive about the role of the epilepsy specialist 
nurse in practice as the control group was in 
principle. Table 2, constructed on the same basis 
as Table 1, presents the relevant data, and it is 
clear that the pattern of findings is indeed 
reproduced. 
Table 2 shows that patients seemed to record 
more satisfaction with the contribution of the 
epilepsy nurse specialist than with those of either 
general practitioners or hospital specialists across 
all aspects of treatment and care. Moreover, 
while the general practitioners did not attain a 
mean score of less than 2.5 for a single item; and 
the hospital specialists did so for only one: 
‘investigation of condition’ (with ‘diagnosis’ giving 
a score of 2.5); the epilepsy nurse specialist 
achieved a mean rank score of under 2.5 for all 
items. 
Both general practitioners and hospital special- 
ists fared badly, with mean scores of over 3.5, in 
the same cluster of items as before. For general 
practitioners: ‘information’, ‘advice/counselling’, 
‘continuity of care’ and ‘prognosis’; and for 
hospital specialists: ‘information’, ‘advice/ 
counselling’, ‘openness/understanding’, ‘con- 
tinuity of care’ and ‘prognosis’. The numbers 
involved are small, but there was no evidence that 
Table 2: Patients’ assessments of aspects of treatment and care provided by general practitioners, hospital specialists and an 
epilepsy nurse specialist (intervention group) [scale from 1 (excellent) to 5 (poor)] (n = 25) 
General practitioners Hospital specialists Epilepsy nurse specialist 
Mean score (Rank) Mean score (Rank) Mean score (Rank) 
Investigation of condition 2.71 (2) 2.43 (1) 1.75 (1) 
Diagnosis 2.62 (1) 2.5 (2) 1.83 (2) 
Treatment 2.77 (3) 2.57 (3) 2.08 (7) 
Information given 4.5 (8) 3.57 (5) 2 (6) 
Advice/counselling 4.19 (6) 3.83 (7) 1.92 (5) 
Openness/understanding 3.43 (4) 3.59 (6) 1.88 (4) 
Continuity of care 3.64 (5) 3.52 (4) 1.87 (3) 
Prognosis 4.23 (7) 3.88 (8) 2.32 (8) 
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either the age or gender of those interviewed 
influenced either the control or intervention 
group results. 
DISCUSSION 
Caution is required in interpreting these findings. 
They are provisional findings from an in-depth 
and largely qualitative project based on 50 adults 
with epilepsy in remission or with low seizure 
frequency; and this project is in turn part of a 
larger study involving 251 adults with epilepsy 
which promises a much richer yield of quantili- 
able data. But we believe the data in this paper 
warrant attention for three reasons. First, they 
have their source in the considered views of 
people with epilepsy themselves. Second, they 
highlight possible areas of deficiency in current 
medical services for people with epilepsy. And 
third, they appear to lend support to the 
much-debated role of the epilepsy nurse specialist 
in primary care. 
As more detailed qualitative analysis of inter- 
views conducted by one of the team (AS) with 
members of both the control and intervention 
groups is done, we hope to elaborate on the 
findings reported here; in particular, we will be 
studying how it is that patients formulate their 
judgements of good quality care and come to 
articulate satisfaction or disatisfaction with treat- 
ment and care received. 
ACKNOWLEDGEMENTS 
We are grateful to the Wellcome Foundation for 
funding -this part of the study, and to 
people with epilepsy who consented 
interviewed. 
all the 
to be 
REFERENCES 
1. 
Epilepsy nurse specialists seem to be proving 
their worth in the primary care setting”. Data in 
this study suggest that adults with epilepsy not 
only have high hopes of epilepsy nurse specialists 
across a wide range of facets of treatment and 
care (i.e. control group), but also, and more 
significantly, that these hopes are seldom disap- 
pointed in practice (i.e. intervention gorup). It 
bears repetition that the epilepsy nurse specialist 
in the event ‘outscored’ general practitioners and 
hospital specialists across all aspects of treatment 
and care. It would of course be quite unjustifiable 
to infer the redundancy of physicians here, since 
their role, especially in relation to ‘investigation 
of condition’, ‘diagnosis’ and ‘treatment’, remains 
crucial”. The role of epilepsy nurse specialists, 
rather, is complementary. 
Duncan, J. Modern treatment strategies for patients with 
epilepsy: a review. Journal of the Royal Society of 
Medicine 1991; 84: 159-162. 
Griffin, J. and Wyles, M. Epilepsy: towards tomorrow. 
Office of Health Economics, 1991. 
Scambler, G. Epilepsy. London, Tavistock/Routledge, 
1989. 
6. 
7. 
Hopkins, A. and Scambler, G. How doctors deal with 
epilepsy. Lancer 1977; 1: 183-186. 
Lloyd Jones, A. A medical audit of the care of patients 
with epilepsy in one group practice. Journal of the Royal 
College of General Practitioners 1980; 301396-400. 
Chappell, B. Epilepsy: patient views on their condition 
and treatment. Seizure 1992; 1: 103-109. 
Jain, P., Patterson, V. and Morrow, J. What people with 
epilepsy want from a hospital clinic. Seizure 1993: f:  
75-78. 
The results also suggest a distinctive contribu- 
tion by the epilepsy nurse specialist in areas in 
which physicians have often been criticized, 
namely, those to do with empathic listening and 
the communication of information and advice13. 
This is likely to be a function of a combination of 
factors, from the personal qualities of the epilepsy 
nurse specialist and/or her training to deficiences 
in physicians’ qualitites and/or training and/or 
their time constraints. It may well be that epilepsy 
nurse specialists can make good notorious but 
commonplace lapses in treatment and care here, 
and also in providing ‘continuity of care’, which 
are of considerable salience for patients. 
8. 
9. 
10. 
11. 
12. 
13. 
Jacoby, A. Epilepsy and the quality of everyday life. 
Findings from a study of people with well-controlled 
epilepsy. Social Science and Medicine 1992; 36: 657-666. 
Jacoby, A. Felt versus enacted stigma: a concept revisited. 
Social Science and Medicine 1994: 38 269-274. 
Ridsdale, L., Jeffery. S., Robins, D., McGee, L. and 
Fitzgerald, A. and the Epilepsy Care Evaluation Group. 
Epilepsy monitoring and advice recorded: general prac- 
titioners’ views, current practice and patients’ preferences. 
British Journal of General Practice 1996; 46: 11-14. 
Taylor, M., Readman, S., Hague, B., Boulter, V., Hughes, 
L. and Howell, S. A district epilepsy service, with 
community-based specialist liaison nurses and guidelines 
for shared care. Seizure 1994; 3: 121-127. 
Brown, S., Betts, T., Chadwick, D., Hall, D., Shorvon. S. 
and Wallace, S. An epilepsy needs document. Seizure 
1993; 2: 91-103. 
Scambler, G. Social factors and quality of life and quality 
of care in epilepsy. In: Quality of Life and Quality of Care 
in Epilepsy (Ed. Chadwick, D.), London, Royal Society of 
Medicine, 1990. 
